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Abstract
A nuanced understanding of disparities impacting racialized people with intellectual and
developmental disabilities (IDD) requires scholars employ research methods that make
visible the structural factors that influence outcomes. Following the work of Tukufu Zuberi
and Eduardo Bonilla-Silva, we explore race-based methodological considerations for
disparities research with Black people with IDD. Specifically, we discuss (a) structural racism
in research methods, employing disability critical race theory as a framework, (b) the absence
of Black voices and Black scholarship, (c) the abstraction and misuse of race as a variable,
and (d) mapping race as a point of discussion in the IDD discourse. Implications for research
are discussed and recommendations for contextualizing race, ensuring equity in
representation and dissemination, and amplifying the voices of Black scholars are provided.
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Research in the field of intellectual and develop-
mental disabilities (IDD) has contributed move-
ment toward policy and practice that has built
greater community inclusion for people with IDD.
Transitioning from institutional care to commu-
nity-based living, the advancement of inclusive
educational practices, improving health outcomes,
and slow progress toward community employ-
ment have all been documented and supported via
research (e.g., Dean et al., 2015; Magaña et al.,
2016; Siperstein et al., 2014). We should celebrate
these advances (and others) and acknowledge that
increasing inclusion for people with IDD would
not have come about without the tireless efforts of
researchers working alongside advocates, policy-
makers, practitioners, and support providers.
However, it is also important to acknowledge
that the progress toward inclusion has not been
equitably distributed for all people with IDD, and
that researchers who work in the IDD field often
have not done as well as possible to account for
race and racism as factors that have slowed
inclusion for Black people with IDD. In a majority
White research space, researchers who study IDD
have often been colorblind in how they have
approached social issues facing people with IDD,
and at other times have conflated the ideas of race
and racism. Building on the work of sociological
scholars Tukufu Zuberi and Eduardo Bonilla-Silva
in their edited volume White Logic, White Methods
(2008), this article aims to examine some of the
ways in which pervasive Whiteness has permeated
IDD research, and how the field may be able to do
more to understand and improve the experiences
of Black people with IDD.
Current Uses and Contexts of Race in
IDD Research
Prominent domains in IDD scholarship where race,
specifically Black and African American, are
mentioned include preventive health, health care,
and health disparities (e.g., Arana et al., 2019;
Stancliffe & Lakin, 2006), employment and voca-
tional rehabilitation (e.g., Moore et al., 2002, 2009),
mental health and behavior symptomatology (e.g.,
Horovitz et al., 2013; Kalb et al., 2016), special
education (e.g., Skiba et al., 2008), criminal justice
(e.g., Tsagaris et al., 2016), community living, and
institutionalization (e.g., Harrington et al., 2009;
by scholars are not informed by the contexts
through which they emerge. Rice et al. (2019) refer
to the performative inclusion of race in research as
a rhetorical investment, ‘‘Employing additive ap-
proaches to consider the characteristics of two or
more social markers without considering complex-
ities which emerged at these junctures, and
without acknowledgement of the broader social
context in which identities and differences are
considered and constructed’’ (p. 412). Therefore, it
is necessary for IDD scholars to apply intersec-
tional and race-centric frameworks to deepen their
exploration of disparities and other social inequal-
ities and inequities, rather than the cursory
inclusion of race because it is ‘‘the thing to do.’’
Analyzing and contextualizing the factors that
mediate equity gaps allows researchers to see how
they can muddy, enfold, and interact in various
ways to reveal knowledge.
Contextualizing race and racism also fore-
grounds the intersections of the physical, social,
temporal, economic, and cultural environments
with its sociopolitical histories and socioaffective
components, grounding knowledge and actions in
understanding how different forms of power
influence social relations and knowledge genera-
tion (Zuberi & Bonilla-Silva, 2008). Researchers’
treatment of context matters with regard to
disclosing how the environment influences our
understanding of disparities and the narratives that
become normalized as a result; therefore, IDD
scholars should aim to challenge these conceptu-
alizations and offer appropriate alternatives that
make visible the structures and powers that
mediate disparate outcomes for Black people with
IDD. As we will discuss in the propositions that
follow, race has become conflated with racism,
and the intersecting structural oppressions that
affect Black people with IDD, have often been
disregarded by researchers who study IDD.
Intersectionality
Intersectionality theory is a way of recognizing
and dissecting complexities of the world, people,
and human experience within social contexts
(Collins & Blige, 2016; Crenshaw, 1991). It is
rooted in structuralism; however, intersectional-
ity scholars also draw from poststructuralism to
theorize entanglements of difference, power
relations, and the ways through which individuals
resist contradictory categorizations (Rice et al.,
2019). More specifically, the core foci of
Howard et al., 2002); and the disparities they 
experience across these domains have been de-
scribed extensively. More specifically, people who 
identify as Black or African American and have IDD 
experience poorer health outcomes, endure social 
isolation, confront limited work options and access 
to employment training opportunities, and have an 
increased risk of poverty compared to their White 
counterparts (Balcazar et al., 2012; Maga ña et al., 2016; 
Wehman et al., 2015). Researchers have identified 
race and ethnicity as consistent predictors of the 
aforementioned outcomes for people with IDD for 
some time; however, a considerable gap remains in 
the interrogation of the use of racial classifiers as 
predictors in IDD scholarship, and in differentiation 
between race as a social construct (defined by the 
tone of one’s skin) and racism (as a social factor that 
creates disparities such as those noted above; Zuberi 
& Bonilla-Silva, 2008).
Unpacking the nuances of disparities based on 
racial identity requires scholars who study IDD to 
employ research methods and analyses that reveal 
the structural and social influences impacting 
outcomes, as well as identify and examine power 
relations, oppression, and privilege; amplify the 
voices of those occupying multiple historically 
marginalized identities; and decenter the interests 
of White researchers and others with privileged 
status/positionality; because race, in and of itself, 
does not produce disparities and inequalities, 
racism and the structures that splinter from its 
systemic core do. Drawing on the work of Zuberi 
and Bonilla-Silva (2008), this article explores 
methodological considerations to better address 
disparities and outcomes for Black people with 
IDD. We discuss (a) structural racism in research 
methods and employing disability critical race 
theory as a theoretical guidepost, (b) the absence 
of Black voices and Black scholarship in the IDD 
field, (c) the abstraction and misuse of race as a 
variable, and (d) mapping race as a point of 
discussion in the IDD discourse. We aim to call in 
IDD scholars to actionable applied research that 
will move the field forward toward critical 
contextualization of race and racism, ensure equity 
in representation and dissemination, and amplify 
the voices of Black scholars and Black people with 
IDD in research.
Researchers have undercontextualized and 
underintellectualized race (LaVeist, 1994; Zuberi & 
Bonilla-Silva, 2008). That is, the challenges 
facing racialized groups with IDD, namely Black 
people with IDD, that are identified and described
backgrounds with IDD in research. It serves as a
guidepost through which IDD scholars can
disrupt orthodoxies (Artiles, 2013) and grapple
with the social tensions that their work must
contend by answering who is it for, what is its
purpose(s), how is it operationalized, what are its
main assumptions, what are the social factors
coordinating what people with IDD can and
cannot do, and so on.
Race-Based Propositions for IDD
Research
In White Logic, White Methods, Zuberi and Bonilla-
Silva (2008) present four key fundamental prob-
lems plaguing race-focused research in sociology.
We follow suit by applying their propositions to
redress racism and gatekeeping in the IDD field,
by first historicizing research methods as a tool of
White supremacy and knowledge gatekeeping by
excluding Black scholars, then describing how
these practices are taken up in the field and
perpetuated through research and scholarship.
Proposition 1—Structural Racism in the
Historical Development of Research
Methods
Research is undeniably influenced by the mindset
and worldview of those who conduct it. Zuberi
and Bonilla-Silva (2008) described logic as the
basis through which methodologies (e.g., surveys,
ethnography, aptitude tests, comparative history)
are used to generate and analyze empirical research
and reinforce reasoning utilized and accepted by
researchers in their understanding of society.
White logic, then, generates Western ways of
knowing by re-asserting White supremacy through
these research processes. White supremacy ideol-
ogies are ingrained in the foundation of these
methodologies, granting knowledge generated by
elite Whites as perpetual truth and denouncing
the understanding of non-Whites to subjectivity
(Zuberi & Bonilla-Silva, 2008). This leads to the
othering of viewpoints that do not affirm White
logic and promote the marginalization of racially
oppressed people throughout the research process,
and evidence to further support the claims of
Anglo-Saxon superiority (Zuberi & Bonilla-Silva,
2008). Prevailing research methodologies are
imbued with racist ideologies and therefore are
also taken up in IDD research.
intersectionality include (a) social inequality, (b) 
power, (c) relationality, (d) social context, (e) 
complexity, and (f ) social justice (Collins & 
Blige, 2016; Rice et al., 2019). These foci add 
additional layers of complexity to understanding 
the roots of social inequality. From the vantage 
point of intersectionality, inequalities are not 
caused by a single factor such as race; rather, 
social inequalities are the result of interactions 
and transactions among multiple factors in the 
context of social power dynamics.
In addition to being a navigational tool, 
intersectionality theory encourages researchers to 
untangle how oppression, privilege, and dimen-
sions of power transact through all social groups 
(Rice et al., 2019), and move beyond seeing social 
inequalities or other disparities through a race-
only lens (Collins & Blige, 2016). Critical social 
science scholars have embraced intersectionality as 
theory, as an enhancement to qualitative methods 
(e.g., ethnographic interviews, narrative methods) 
and discourse analysis, and as a social analysis 
(Rice et al., 2019). People’s lives and identities are 
constructed by various factors in diverse and 
mutually influential ways—race, ethnicity, gender, 
age, disability, nationality, religion, sexuality, and 
so forth (Collins & Blige, 2016; Crenshaw, 1991); 
and these intersectional positionalities are inter-
locking, creating and co-creating simultaneously 
through structures of power. Power can be 
analyzed at these intersections and across do-
mains, which provides heuristics for researchers to 
further examine power relations (Crenshaw, 1991). 
Relationality emphasizes the interconnections 
between entities, all of which must be examined 
in context. When applied to people with IDD 
from minoritized backgrounds, arguments about 
outcomes must include the historical, intellectual, 
and political contexts as well as the intersections of 
racism, ableism, sexism, class, and so forth that 
shape outcomes and beliefs about this population.
Although its popularity as a framework is 
evident, scholars have counter-argued that inter-
sectionality (a) emphasizes differences which can 
be divisive, (b) perpetuates identity politics, (c) 
thwarts coalition building, and (d) frames identi-
ties as singular entities that are static rather than 
fluid (Cho, 2013; Cho et al., 2013; Collins, 2015; 
Hutchinson, 2001). Nonetheless, intersectionality 
adds breadth and depth to our understanding of 
how theory and research are interconnected and 
applied, particularly when it comes to how 
researchers engage people from racial and ethnic
lenged, most notably by Stephen Gould who
argued Morton’s work was heavily influenced by
his racial bias. Gould’s claims that Morton’s
methods of measurements created more room
for his bias to influence the results and justify
racial hierarchy were challenged vehemently;
however, Morton’s work continues to be utilized
as evidence to defend racism. Gould also stated
that ‘‘unconscious manipulation of data may be a
scientific norm’’ as researchers we are all people
rooted in our sociocultural contexts that result in
many different truths (Gould, 1978, p. 503).
As researchers, we seek answers to questions
through the comprehensive execution of method-
ologies, develop software to analyze and interpret
data, and translate findings to impact policies and
practices for the betterment of humankind. Our
positionality cannot be fully removed from
established research processes that have been
developed to reinforce a particular Western way
of understanding. Therefore, presenting race-based
findings as truth without appropriate contextual-
ization is a disservice to marginalized groups and
to IDD research, generally. Researchers assert that
the scientific approach, when properly designed
and executed, protects results from being influ-
enced by researcher bias and shows how science
has the ability to ‘‘escape the bounds and blinders
of cultural contexts’’ (Lewis et al., 2011). But to
make these assumptions of Colorblindness and
‘‘objectivity’’ ignores the historical legacy of White
supremacy that has shaped today’s preferred
methods of knowledge generation, and disregards
the painful legacy of the White logic of eugenics
which shaped much of the White methods that
pervades IDD research to the present.
Constructions of disability, and consequent-
ly IDD, are undoubtedly tied to racism. There-
fore, frameworks that connect both race and dis/
ability are critical to redressing racism in IDD
research and scholarship. Employing critical and
intersectional theoretical frameworks and meth-
odologies (Crenshaw, 1991; Delgado & Stefancic,
2017; López & Warren, 2015) can orient
researchers to issues of power, positionality, and
difference in the research processes (Rice et al.,
2019). Disability Critical Race Theory (DisCrit),
which integrates the constructions of race and
disability to education attainment, provides an
intersectional analysis of racism and ableism, how
they are constructed and maintained through the
interactions, discourses, and institutions that
limits access and equity for people of color with
During the rise of Social Darwinism in the late 
nineteenth century, research embraced eugenic 
ideologies (Dennis, 1995). Social sciences were 
developing during this time leading to the 
production of research that further imposed the 
idea that people of African descent were not equal 
to those of European descent (Zuberi et al., 2015). 
These research practices reflected the belief of race as 
a genetic trait that predetermined a collection of 
social attributes and justified racially motivated 
violence against marginalized groups (Zuberi, 
2001; Zuberi et al., 2015). Sir Francis Galton 
(1883), cousin to Charles Darwin, coined the term 
eugenics and described it as improving the stock of 
future generations. Galton asserted the idea that 
intelligence was genetically inherited and in order 
to create a fitter stock of Western society, 
intelligent, often wealthy Anglo-Saxons should 
procreate and those deemed unfit or defective, 
people of color and people with disabilities, 
should not (Dennis, 1995). These early construc-
tions, based in eugenics, linked race and IDD in a 
way that has still not been reckoned with in the 
IDD field.
Galton eventually created the basis for intel-
ligence testing and intelligence quotient (IQ) to be 
the tool to endorse that people of color were 
feeble-minded (Dennis, 1995; Fletcher & Hattie, 
2011). Deemed as an objective way to assess 
intelligence, IQ testing is provided to detect 
deviants of White logic (Ilyes, 2020). Galton’s 
influence did not end there. A key figure in the 
modern statistical revolution, Galton’s correlation 
was adopted ‘‘as a vehicle to employ classical 
statistical theory in understanding social differ-
ence’’ (Zuberi et al., 2015, p. 113). This led 
statisticians on the pathway of evaluating race as a 
genetic characteristic and not a social construct 
that considered the social and historical contexts 
pertinent to statistical questions related to race. In 
other words, the conceptualization of race in early 
statistics set the tone for racist applications of 
research methods to assert White supremacy 
which continue to the present.
In anthropological research, Samuel Morton 
measured the volume of cranium skeletal remains 
of deceased persons from different racial back-
grounds. The measurements were intended to 
determine the internal capacity of one’s brain to 
justify an intelligence hierarchy with Anglo-Saxon 
Whites being at the top and Africans being at the 
bottom in his published study in 1839 (Mitchell, 
2018). Morton’s research was eventually chal-
introductory remarks for White Logic, White
Methods, point to the preponderance of White
scholars in sociology as a contributing factor to
the methodological and logical flaws that have
pervaded much research in their field, because
inherent biases of prominent researchers have
codified and reinforced questionable construc-
tions of race, misuse of race as a variable, and a
preference for methodological approaches that
have historically been used to assert White
supremacy. Zuberi and Bonilla-Silva (2008) point
to the development of Black scholars as one way
of challenging the racially biased norms that are
embedded in typical social science research.
Even a simple, cursory look at the authors
who are published in widely read IDD journals,
such as American Journal on Intellectual and
Developmental Disabilities, Intellectual and Develop-
mental Disabilities, and Inclusion, the three journals
sponsored by the American Association on
Intellectual and Developmental Disabilities, re-
veals a clear deficiency of literature produced by
researchers who identify as Black. This is not to
suggest there are no Black researchers who are
submitting manuscripts for consideration to these
publications, or that products of scholarship by
Black researchers who study IDD are not evi-
denced elsewhere, but it does underscore a critical
need for diverse voices and perspectives in the
field, which can help us move toward more
nuanced and grounded understandings of the
experiences of people with IDD. Additionally,
there is an observable absence of Black IDD
scholars in positions of leadership within the field,
which directly impacts which topics are consid-
ered for inclusion when establishing the disci-
pline’s research priorities and addressing racism as
a prominent point of discussion in IDD discourse.
To most effectively address issues of equity
among people with IDD, we must first turn our
lens inward and consider how the predominantly
White community of researchers can be more
inclusive for emerging Black scholars. Mentor-
ship and showing Black scholars a pathway into
IDD research from early in their career develop-
ment are key to developing a larger base of Black
IDD scholars. Volumes have been written about
mentorship of Black students and researchers in
predominantly White fields of study (e.g.,
Griffin et al., 2010; McCoy et al., 2015). A
comprehensive overview of this literature is
outside the scope of this brief article, however,
disabilities (Annamma et al., 2013). DisCrit does 
not conflate race but helps to lay bare the 
misappropriation and misrepresentations of race 
and disability (Ferri & Conner, 2006)—to be Black 
does not make a person be intellectually or 
developmentally disabled and to have IDD does 
not make a person Black or from another 
racialized group membership.
Critical inquiry and critical praxis (Collins & 
Blige, 2016) are necessary to challenge the status 
quo and move the field toward ‘‘social justice and 
transformation change’’ (e.g., research design, 
methods, analysis, dissemination, etc.); yet, re-
searchers in established disciplines, much like 
many researchers who study IDD, may find it 
difficult to adopt critical and intersectional 
frameworks as analytic tools and as praxis because 
theoretical frameworks and methodologies of their 
disciplines are grounded in Euro-Western thought 
(Rice at al., 2019). The IDD field needs more than 
a cursory mentioning of race and dis/ability. 
Researchers who study IDD, when they actually 
report race, focus on racial differences in their data 
without consistently determining why those dif-
ferences exist. As a body of scholars, researchers 
who study IDD must reconcile that race and dis/
ability are co-constructed and co-constitutive, and 
that the experiences underscore the plight of Black 
people in the United States. Failure to do so 
ignores the complexity of the lived experiences of 
people who identify as Black and have IDD.
Until race and ethnicity are routinely and 
appropriately positioned as social constructs, the 
IDD field will see little change with respect to 
structural racism in its research processes and 
scholarship. There must be explicit attention to 
contextual factors when designing protocols and 
analyzing data; intentional inclusion of partners 
from the communities of study (e.g., Black adults 
with IDD as research partners in a study about 
healthcare access and utilization); and interdisci-
plinary collaborators with expertise in working 
with racialized and minoritized groups. These 
recommendations are discussed in further detail in 
Propositions 2, 3, and 4.
Proposition 2—The Absence of Black
Scholars in the IDD Field
IDD research and theory development, like most 
other fields of inquiry, has traditionally been 
dominated by White scholars, and continues to be 
so. Zuberi and Bonilla-Silva (2008), in their
Johnson who identifies as Black and female has
Black female mentors who are prominent scholars
in health psychology and public health but is also
mentored in IDD by Dr. Matthew Bogenschutz,
who identifies as White and male. As the only
Black faculty member in the Division of Occupa-
tional Science and Occupational Therapy at the
University of North Carolina at Chapel Hill
(UNC-CH), Johnson serves as a mentor to Kierra
Peak, a doctoral student at UNC-CH who
identifies as Black, a responsibility that is un-
doubtedly conferred to Black faculty in many
university departments (Moore & Toliver, 2010).
Second, it is important to bear in mind that
many of the professional disciplines that drive
IDD research are traditionally female-driven,
meaning that intersecting identities will be nor-
mative as more Black researchers enter the IDD
field. Because our positionality influences how we
work and how our work is perceived by others, it is
important that we maintain an intersectional lens,
rather than a singular focus on race alone. As
noted in the previous section, intersections
amplify the power dynamics that have kept Black
researchers out of IDD research over the years, and
acknowledging these power hierarchies, both
historical and present, is crucial to addressing
them (Grant, 2012).
Third, we recommend that journal editors and
peer reviewers re-examine the nature of the
research that is being published in prominent
IDD journals for the implicit messages it may be
sending about what constitutes ‘‘evidence’’ or
‘‘science’’ or ‘‘quality.’’ All these notions are
subjective and are often defined by people in
power positions, typically held by White scholars.
As noted in recent public discourse via Twitter,
academic journals continue to affirm racist
manuscripts as quality evidence whereas papers
challenging the use of race are routinely over-
looked (Grubbs, 2020). As outlined in Proposi-
tions 1 and 3, the construction of what we in the
social sciences understand to be ‘‘good’’ research
has often been used to further assert White
supremacy and marginalize Black communities.
Thus, it is of little surprise that many Black
scholars are uncomfortable engaging in research
that reinforces paradigms of research based, in
part, in eugenics, a practice that could, for some,
conjure historical trauma (Henderson et al., 2016).
Further, funded research opportunities, especially
those sponsored by federal agencies, are often
reserved for emerging scholars who come from
it is important to touch on a couple key points to 
begin a greater conversation.
First, building a pipeline of Black scholars in 
the IDD field will take a longitudinal approach, 
beginning when promising students are early in 
their undergraduate studies, as STEM fields have 
recognized for some time (Griffin et al., 2010; 
Haeger & Fresquez, 2017). Creating paid under-
graduate research assistantships and being inten-
tional about encouraging Black students to engage 
in IDD research activities can help to introduce 
the idea of moving into a career in IDD research. 
For graduate students, especially those in fields 
traditionally associated with IDD research, such as 
special education, allied health professions, social 
work, and psychology, it is important to build 
closer one-on-one mentoring relationships with 
Black students who express interest in IDD 
research and to help those students take important 
roles on research and writing projects. Potential 
mentors should be proactive in reaching out to 
Black students because many students may not 
feel comfortable stepping into the White space of 
IDD research without feeling that they will be 
supported. Conversely, when Black students 
approach potential mentors about their interests 
in IDD research, White mentors must be inten-
tional in creating supportive learning environ-
ments in which Black students can thrive, 
understanding that this must be managed while 
negotiating the Whiteness of the IDD research 
environment and the privileges it bestows or 
denies to individuals who occupy the research 
space. It is more than providing the ‘‘nuts and 
bolts.’’ White mentors must commit themselves 
not only to developing Black scholars’ skills and 
expertise but also the mentors’ own learning about 
equity and inclusion in research training (McCoy et 
al., 2015).
Mentorship must continue for early career 
Black researchers. Because the IDD field has 
relatively few prominent Black researchers, it is 
incumbent on White researchers to put in the 
essential work to learn how to become strong 
mentors and allies. For many new researchers, and 
especially Black researchers in a White field such as 
IDD, it may be helpful to have a Black mentor 
from another discipline or even a different 
research setting to help with the navigation of 
identity politics in the research community, in 
addition to a topically relevant mentor. The 
collaborators for this article provide an example 
of how team mentorship can operate. Dr. Khalilah
which time race and intelligence became inextri-
cably linked, and we can continue to see the
simultaneous misuse of both types of variables in
today’s IDD research.
The misappropriation of race as a variable is
derived from its unfounded biological construc-
tion. Few researchers would say that the tone of
one’s skin, in and of itself, is the cause of disparate
social outcomes for people with IDD or any other
group. In fact, it is not race as a phenotype that
determines social outcomes, but the racist societal
structures that support our commonly held
perceptions of race. For instance, if we wish to
consider racial health disparities for people with
IDD in how often they access (for example) cancer
screening, it is less than plausible to assume that
skin tone is what causes differential outcomes.
Rather, it is racialized social structures related to
segregation, the structure of the American health-
care system, and the training of healthcare
professionals that more likely portend poorer
outcomes for Black people with IDD.
Further, just as disability classifiers are not
fixed, but rather subject to change over time with
updated definitions and social constructions of
dis/ability, so, too, are racial classifiers. For
illustrative purposes, consider the notion of the
autism spectrum, which the IDD field currently
holds to be a definitive diagnosis that describes
millions of people throughout the world. The
origins of the autism diagnosis in the 1940s were
of a condition related to schizophrenia, and in
the time since have evolved to be attributed to
‘‘refrigerator mothers’’ in the 1950s and 1960s
(Kanner, 1949), as a distinct developmental
condition, beginning with the DSM-III in 1980
(American Psychiatric Association, 1980), as a
spectrum with distinct features in milder and
more severe presentations beginning with the
DSM-IV in 1994 (American Psychiatric Associa-
tion, 1994), and finally to the continuous
spectrum that we know today, which began in
2013 with the publication of DSM-V (American
Psychiatric Association, 2013). With the varying
construction of autism throughout the years, it is
difficult to see how we might consider autism
from 1950 as being equivalent to autism of 2021
in any meaningful analysis.
Likewise, race has undergone myriad changes
in its construction over the decades, making it
equally difficult to consider as a variable to enable
comparisons in outcomes across time or social
context. Although a full examination of the
specific schools of inquiry, which further alienates 
rising Black researchers who study IDD (Ginther et 
al., 2011). There are many ways of ‘‘knowing,’’ and 
the IDD research community may be well served 
by increasing acceptance and visibility of robustly 
and rigorously conducted research from a greater 
multitude of research paradigms, epistemological 
orientations, and theoretical bases. Doing so will 
not only invite new and diverse voices more 
inclusively into the community of researchers who 
study IDD but will expand the sometimes-
constrained ways in which we have come to 
understand the experiences of people with IDD as 
researchers in the field.
Proposition 3—The Misappropriation of
Race as a Variable
In social science research, there has long been a 
struggle between viewing race as a social construct, 
that is susceptible to changes with time and 
context, and the idea that race is an immutable 
and measurable variable that is stable over time 
(James, 2008). Although a multitude of social 
science researchers, including those in the IDD 
field, purport to see race as a socially constructed 
and dynamic phenomenon (James, 2008; Omi & 
Winant, 2015), how we treat race as a variable in 
our research suggests that, in practice, researchers 
in the IDD field think about race as a biologically 
fixed part of personhood, despite genetic evidence 
to the contrary. It is ultimately researchers’ 
tendency to use race as a fixed attribute, rather 
than a dynamic part of the human experience, 
born out of social stratification and political 
struggle, that leads many researchers who study 
IDD to misuse race as a variable (James, 2008).
Social scientists tend to use race as a 
classification variable to sort respondents in their 
studies into distinct categories (LaViest, 1994). 
Though an erroneous use of race, this practice 
comes from a long history of racial classification, 
much of which has been used to reinforce racial 
hierarchies based in White supremacy. Some of 
the earliest classifications of race imputed charac-
teristics of ones’ soul as being indicated by the 
tone of one’s skin, suggesting that Black bodies 
were indicative of Black souls, which were cast as 
binary opposites to the purity of Whiteness 
(Jardan, 1974, as cited in James, 2008). As noted 
in Proposition 1, the use of racial classifiers in 
research continued as a means of ‘‘proving’’ White 
supremacy through the eugenics period, during
transition and secondary education). Disparities
are characterized as byproducts of racialized group
membership. Race, then, is conceptualized as a
causal variable and falsely maintains that Black
people with IDD cannot exist outside of their
‘‘otherness.’’ Their ‘‘otherness’’ becomes the focal
point of analysis (Artiles, 2013); however, racism
and not race variables, have causal effects (Artiles,
2013; Zuberi & Bonilla-Silva, 2008). Further,
researchers routinely control for level of ID,
socioeconomics or household income, sex, edu-
cation, employment status, and language as they
are believed to correlate to race (LaVeist, 1994).
These social markers also serve as proxies for
making and remaking racial stratification (James,
2008; Zuberi & Bonilla-Silva, 2008); and the
perpetuation of these social inequities can result
from research that relies on the statistical catego-
ries of race and dis/ability (Stewart, 2008).
Public health researchers and social scientists
began studying the health effects of racism in the
1990s, and today it is understood that victims of
racism fare poorer across all domains than their
White counterparts (Gee & Ford, 2011; Williams
& Mohammed, 2013a, 2013b). Although this
research has been instrumental in shifting concep-
tualizations of race in research from biologic and
genetic differences, there remains inadequate
attention to the complexity of racism as a
fundamental cause of disparities, particularly in
the IDD discourse.
Conceptualizations of race affect how we
construe quantitative representations of race
(Artiles, 2013; Garcia et al., 2018) and because
many quantitative studies fail to position race
within a social context, it reinforces the assump-
tion that race is not relational. Interpretations are
validated by an underlying theory. If the theoret-
ical framework is rejected, the interpretations have
no foundation. That is, findings related to race
and IDD that are not explained through theories
of racialization and dis/ability will be judged to be
baseless. We will refer to employment outcomes
for Black transition-aged youth and adults as an
example. Often employment studies do not report
a theoretical framework through which statistical
data were interpreted; rather, scholars rely on
regression models to determine relationality which
results in broad sweeping narratives that being
Black and having IDD in and of themselves are
tied to poor outcomes. An intentional disaggrega-
tion of the data can expose the heterogeneity
among Black youth and adults with IDD and the
construction of race is outside the scope of this 
article (refer to James, 2008 or Khalfani et al., 2008 
for descriptive purposes), some clear evidence for 
the changing nature of racial classification comes 
from the U.S. census. Early census counts had 
only three racial categories: White, Black, or 
Indian. Over time, additional classifiers have been 
added, often to help justify policy goals that 
reinforced White supremacy, such as the inclusion 
of ‘‘Chinese’’ as a racial category just before 
implementation of the Chinese Exclusion Act. It 
was not until the 2000 census that respondents 
could choose as many racial signifiers as they 
identified with, with the inherent underlying 
assumption that race is dynamic, and may change 
from generation to generation.
Underlying biologically based notions of both 
race and disability classifiers is the assumption that 
these factors are, at least to some extent, 
deterministic of one’s life outcomes. This assump-
tion may be seen as being rooted in what those of 
us in the disability field know as the medical model: 
the assumption that the root of a life outcome lies 
within an individual, and thus to improve the 
potential for positive outcomes we must fix what is 
wrong about the individual (Haegele & Hodge, 
2016). To improve the employment outcomes for a 
person with IDD, for instance, based on the 
medical model we should train that individual 
with new behaviors that more closely conform to 
society’s preferences. Much in the same way, we 
may assume that we can improve employment 
prospects for a person of color if they can function 
well in White spaces. In each instance, we are 
assuming that conformity with majoritarian soci-
ety’s preferences is the key to success, rather than 
working on creating a more inclusive shared 
community, as would be fostered through adop-
tion of the social model. Although most research-
ers who study IDD have adopted, to some extent, 
the notion of the social model, even a cursory 
look at recent IDD literature suggests that our use 
of race as a variable often does not comport with 
our desire to move away from stigmatizing labels 
of the medical model.
Proposition 4—Race and Racism as Points
of Discussion in IDD Research
As discussed in Proposition 3, race and ethnicity 
are often used as predictors of disparate outcomes 
in IDD research (e.g., service access and utilization 
in children and adults, vocational rehabilitation,
racialized people with IDD are linked to
structural circumstances. Kaufman and Cooper
(2001) explained:
When a racial/ethnic contrast is estimated in
standard designs and interpreted as an effect
internal to study participants, inference is
complicated because variables that are intrin-
sic are causally antecedent to nearly all
measurable covariates. That is, a person’s
race/ethnicity is fixed prior to his/her mea-
sured social, physiologic, and psychological
status; all of these measurable factors are
downstream of the exposure in a racially
stratified society. (p. 294)
Therefore, any covariate may be considered a
causal broker of disparities that will bias estimates
of total effect due to an inadequacy of standard
statistical methods (Kaufman & Cooper, 2001).
Researchers face numerous challenges when
writing about race. Kaplan and Bennett (2003), in
their assessment of race and ethnicity in biomed-
ical publications, noted three primary threats to
reporting racial differences in context and with
rigor: (a) accounting for limitations and impreci-
sion of race-based data, noting that any set of
categories is an approximation and not a neat
fixed descriptor; (b) differentiating between race
as a risk factor versus risk marker and determining
how race may contribute to those differences;
and (c) averting perpetuating racial stigmatization
through their scientific communications. They
go on to offer seven strategies to combat these
challenges:
1. Specify the reason why race is used as a
variable.
2. Describe how racial categories were assigned
or chosen by research participants.
3. Do not use race as a surrogate for genetic
variation.
4. Explicitly extricate race as a risk factor versus a
risk marker in the hypotheses and findings.
5. Racism and discrimination should be includ-
ed as a relevant factor when interpreting racial
differences.
6. Adjust for all conceptually relevant measures
when drawing comparison between racialized
groups.
7. Avoid using stigmatizing, unscientific, and
racist terminology.
pathways to their employment. Framing these 
pathways through an intersectional, DisCrit, or 
QuantCrit (quantitative approaches couched in 
Critical Race Theory) lens lends a different 
narrative, one that examines the structural condi-
tions that shape access to and completion of 
employment opportunities.
Disparities research is predominantly ex-
plored through quantitative methods with occa-
sional passive mentions of the structural barriers 
that reinforce and reproduce disparate outcomes. 
Statistically, researchers treat race as an individual 
attribute, and any model that presents race as a 
causal factor is implicating an association be-
tween race and a predictor variable across all 
representatives of racialized groups. Commonly 
used techniques, variable analyses and compara-
tive analysis, seek to identify the factors that 
explain the race effect and compare two or more 
groups (e.g., White and Black, White and Latinx) 
to identify factors responsible for group dispar-
ities in outcomes. Rather than finding ourselves 
in variable-based statistical logjam, Stewart (2008) 
and Zuberi and Bonilla-Silva (2008) offer that 
scholars shift their thinking to focus on how 
social relations produce and preserve observed 
racial inequalities.
People with multiple intersecting marginal-
ized identities have lived experiences that are 
qualitatively different, and the experiences 
specific to Black adults with IDD are rarely 
discussed. In Proposition 2, we called attention 
to the unintentional ways racist practices are 
taken up by White researchers that result in the 
exclusion of Black scholars from the IDD field. 
We also add that these same practices influence 
the exclusion of Black voices as research 
partners in the IDD research enterprise. We 
specifically use ‘‘partner’’ instead of ‘‘partici-
pant’’ as a way to signify the importance of 
including people with IDD in decision making 
at every level of the research process and that 
the questions and issues most important to that 
community are reflected in the research design 
(Nicolaidis et al., 2019).
Researchers are making efforts to measure the 
impact of structural racism on health (e.g., 
Dougherty et al., 2020); at present, there remains 
a critical need to develop a formal basis for 
research that concentrates on racism rather than 
interpretations of racial effects and underscores 
the complicated and at times contradictory ways 
in which social location and interactions for
Table 1
Challenges and Suggestions for Improving Integration of Race in Intellectual and Developmental Disabilities
Research
Challenges Suggestions
Intellectual and developmental disabilities
(IDD) research has its origins in research
traditions that reinforce White supremacy.
Have critical conversations about the historically common
roots of research on race and IDD.
Employ intersectionality theory and methodology to
contextualize and examine power in IDD research.
Use Disability Critical Race Theory (DisCrit) to help
interrogate how use of research methods can
marginalize or emancipate.
Race is often misused as a biological
construct.
Discuss how racism has shaped our conceptualization of
race and dis/ability.
Limit use of race as a fixed classifier/predictor variable.
Focus on the social factors that more directly determine
life outcomes for people with IDD.
Critically examine whether the use of race as a variable is
valid when evaluating research.
IDD research often does not account for race
or racism at all.
Name which racialized groups are included in the research
sample.
Include the structural factors that reproduce racism and
contribute to racial disparities in IDD research studies.
Value research methodologies that call attention to the
factors that Black people with IDD say influence their
lives.
Consider building criteria for peer review processes that
build accountability for addressing racialized structures.
There are relatively few Black researchers and
leaders in the IDD field.
Predominantly White IDD research teams should discuss
and examine how Whiteness permeates their work, and
how their research can be more inclusive to Black
colleagues and research partners.
White IDD researchers can proactively reach out to
promising Black students to bring them into research
projects.
Prominent IDD researchers can gain skills for successfully
mentoring Black early career professionals, with
particular attention to intersectionality.
Epistemological, theoretical, and
methodological frameworks that are valued
in IDD research are often bound by White
logic.
Peer review criteria for journals, grant review panels,
tenure and promotion committees, and so forth can
clearly and explicitly state that a diversity of theoretical
and methodological traditions are valued and rewarded
equally.
Train early career professionals in methodologies that
center the experiences of racialized and minoritized
people with IDD.
Prominently feature research that de-centers White logic at
conferences, professional meetings, and in publications.
1. Name which racialized groups were included
in the sample of study.
2. Explicitly state why and how race and other
social markers were used as variables.
3. Describe the theoretical frameworks used to
interpret race-based data and how researcher
bias was mitigated.
4. Map structural racism as a mediator of
disparate outcomes.
5. Confirm that the terms and categories used to
describe racialized groups are affirmed by
research partners.
Implications for Inclusion
This article points to four main areas of concern
with how researchers who study IDD have
traditionally addressed issues of race and racism,
both historically and in the present. In order to
promote inclusion for all people with IDD, our
research methods, and our researchers themselves,
must be reflective of the many different ways of
generating knowledge, and must honestly look at
racism, not race, as a factor that shapes the
experiences of people with IDD. Table 1 outlines
several explicit and actionable steps, derived from
the propositions discussed previously, that re-
searchers who study IDD may take to be more
responsive and inclusive to the experiences of
Black people with IDD and to create a research
community that is more inclusive for Black
researchers, especially those in early career stages.
The recommendations are not exhaustive, and all
researchers who study IDD will need to be
introspective in determining how they can con-
tribute to a more inclusive research community
that uses methods and theoretical orientations that
more fully include the diversity of people with
IDD and researchers. The time is long overdue for
the field to re-examine its approach to race, and we
must all take accountability for moving ourselves
toward greater inclusion, just as we have pro-
claimed for people with IDD for decades.
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